Design: A descriptive, exploratory qualitative study using face-to-face semistructured interviews. Interviews were audio-recorded, transcribed and data were analysed using a thematic approach. An interpreter was used when required (n=3).
INTRODUCTION
Female genital mutilation (FGM), also known as female genital cutting or circumcision, is the partial or complete removal of, or injury to, the external female genitalia for
Strengths and limitations of this study
▪ This descriptive, exploratory qualitative study is the first, as far as the authors are aware, to explore how Somali women exposed to female genital mutilation experience and perceive antenatal and intrapartum care in England. ▪ It is often difficult for non-community members to engage the Somali community in research but we were able to successfully recruit a small number of women who were willing to discuss this important and sensitive issue with the researchers. ▪ The use of lay interpreters may have promoted misinterpretation of questions and responses during interview but overall, appeared to facilitate the development of rapport, put participants at ease and encourage in-depth responses. ▪ Face-to-face interviews may have encouraged socially desirable responses, by participants exaggerating positive experiences and downplaying negative ones to avoid being overly critical of English antenatal care services in front of the interviewer. ▪ There is a small, potential risk of selection bias using our method of sampling but nonetheless, the insights gained are likely to be valuable when considering how to improve English antenatal and intrapartum care for Somali women.
non-medical reasons. 1 The most severe form of FGM is type III (infibulation), which involves the removal and apposition of the inner and outer labia, with or without excision of the clitoris, leading to the creation of a covering seal and narrowing of the vaginal orifice. 1 Consequences may include haemorrhage, infection or death in the short-term and recurrent urinary tract infections, impaired sexual function and psychological issues in the longer term. [1] [2] [3] Type III FGM also has implications for future childbirth, with women at increased risk of adverse obstetric outcomes including: postpartum haemorrhage, perineal tearing, fistulae, obstructed labour or stillbirth. 4 5 FGM affects more than 125 million girls and women worldwide and is reportedly practiced in 29 countries in sub-Saharan Africa and the Middle East. 6 Recent estimates revealed that 137 000 girls and women are living with FGM in England and Wales, although their country of origin was not reported. 7 In Somalia, a reported 98% of 15-49-year old females have been affected, mostly by type III (63%). 6 There is a large Somali community living in England and Wales (n=101 370), with 9870 (females=5365) located in the West Midlands. 8 Given the high prevalence of FGM in Somalia, it is not surprising that the majority (over 90%) of all pregnant women with FGM accessing specialist antenatal care (ANC) services in Birmingham each year (n=349) are Somali. 9 10 These women are more likely to present late and delay deinfibulation (reversal of FGM) until the intrapartum period, 9 11 which contradicts current guidelines.
12
Few studies have explored this community's experiences of services in terms of care received, accessibility and cultural sensitivity. A limited number of studies suggest that a lack of health worker knowledge and understanding of FGM undermines confidence and trust in English health services. 13 This may exacerbate feelings of inadequacy and increase hesitancy of affected women to speak about FGM.
14 Similar thoughts have been expressed in studies undertaken in Northern America. 2 15 Health worker knowledge of FGM is especially important for ANC experiences, 16 17 but surveys have shown that health workers lack knowledge 18 19 according to professional guidelines. 11 For example, FGM is not an absolute indication for caesarean section 12 yet women are at an increased risk 11 and may feel pressured by health workers to have one. 20 Mismanagement of women with FGM during pregnancy and labour may lead to problems at birth, patient dissatisfaction or promote barriers to accessing services in the future. 16 17 20 Therefore, in order to evaluate the acceptability and accessibility of current ANC services, it is important to explore Somali women's experiences further.
The aim of this study therefore was to explore how Somali women exposed to FGM, experience and perceive antenatal and intrapartum care in England by exploring: (1) perceptions of deinfibulation, caesarean section and natural vaginal delivery, (2) experiences of care during pregnancy and labour, and (3) factors that affect ability to access ANC services, in order to make recommendations about future practice.
METHODS
This exploratory study used descriptive qualitative methodology and is reported against Consolidated criteria for reporting qualitative research (COREQ) guidelines. 21 Participants were purposively sampled 22 using the following inclusion criteria: women over the age of 18; born in Somalia and resident in the West Midlands; with at least one child under the age of 5 years or were at least 6 months pregnant with their first child at the time of interview; and had the ability to provide informed consent to an audio-recorded interview. Specifically, snowball sampling, a strategy often used in hard-to-reach populations, 23 and convenience sampling were used. Semistructured interviews were used in order to reconstruct perceptions of ANC experiences and facilitate an in-depth exploration of women's views. 24 Face-to-face interviews were conducted in a private room, offering women privacy to discuss a potentially sensitive topic.
This study took place in Birmingham, West Midlands. This location was selected due to the large resident Somali community and high numbers of Somali women with FGM accessing ANC services locally. [8] [9] [10] Recruitment and interviews took place between February and April 2015 (interviews started in March) at two community centres, which were identified using a specific recruitment strategy (box 1).
Immediately prior to data collection, all participants provided informed verbal consent and interpreter confidentiality agreements were signed as appropriate. Participants were also asked to complete a basic demographic questionnaire following consent. A community outreach worker at centre A reviewed both the topic guide and questionnaire during the initial visit in order to ensure cultural sensitivity. No alterations were made to either document following this review. Semistructured interviews followed a topic guide (table 1), which was informed by both a review of the literature, advice from academics experienced in Somali community research and discussion between the authors. The guide covered a variety of prespecified topics but remained flexible, allowing women to highlight additional issues that were unforeseen at the study outset. 28 Using an iterative approach, 24 the first four interviews were reviewed and after this, the topic guide was expanded to include further topics identified by the participants. Interviews lasted an average of 20 min (range 6-38 min). A lay female interpreter, identified and trusted by the community, was present in five out of the seven interviews at centre B but only actively translated in three. No interpreters were used at centre A. Interviews were audio-recorded with consent. Brief field notes were taken during the interviews and reflected on immediately. All participants received an inconvenience allowance in the form of a £10 shopping voucher at the end of the interview.
Data were analysed using inductive thematic analysis, 29 with codes and subsequent themes being generated from the data itself rather than using an a priori coding frame. The analytic process was iterative and took place concurrently with data collection. Audio recordings were transcribed clean verbatim by JMM to improve narrative flow. 30 Transcripts were read repeatedly to aid familiarisation and allow for data immersion. This facilitated the generation of preliminary codes and themes using NVivo software, which eventually progressed into a developed coding frame. Two of the most concept-rich transcripts were independently double-coded by LLJ and additional interpretations were incorporated into the coding frame. Once all interviews had been coded, data were organised into a framework in accordance with codes and themes, in order to visualise the data set in a systematic way. Divergent cases were explored and reported in the findings where appropriate. The final themes were agreed by both authors and have been summarised in table 2.
RESULTS
In total, 10 women were interviewed. A summary of participant demographics is shown in table 3. Three main themes were interpreted within the data: (1) experiences of FGM during life, pregnancy and labour, (2) experience of care from midwives, (3) adaptation to English life.
Experiences of FGM during life, pregnancy and labour
Knowledge of and personal beliefs about FGM The majority of participants used the term 'circumcision' (P1, P3, P5, P6) when describing FGM but other terms used included 'FGM' (P8, P9) or 'cutting' (P7). The remaining participants referred to FGM as 'it'. Women displayed varying levels of knowledge around FGM but generally, did not describe it in detail. Despite this, the majority expressed strong personal beliefs about the practice. One woman was both aware of and in agreement with the illegality of FGM in England: "they come here and they will end in the prison that's good because you hurt someone" (P4). In addition, beliefs appeared to be informed by women's experiences of FGM and its sequelae, with the latter cited as a strong reason against subjecting their daughters to it:
It's cruelty actually doing it and I always get asked, "would you actually do it to, you know, to your girls" and I'm like "no way! No, of course not." Yeah. Because it ruins everything. (P9)
Box 1 Summary of recruitment strategy
Recruitment was expected to be challenging due to difficulties engaging the Somali community for research purposes 25 and the potentially sensitive nature of the research question. As an outsider to the community, a combination of recruitment techniques was required in order to facilitate the identification of community stakeholders and gatekeepers. 26 Using previous insights into ethnic minority research, 27 a collaborative recruitment strategy was devised. The strategy was as follows: 1. Identify community centres, stakeholders and gatekeepers using:
A. Internet search engines B. The Birmingham City Council website C. Social networks of the researchers 2. Make initial contact (email or telephone) with candidate centres personally or alternatively, via a stakeholder working in collaboration (using pre-established relationships to gain the community's trust) 3. Provide willing centres with full details of the study and devise a plan for recruitment Centre A (children's centre) was identified from Birmingham City Council and centre B (community centre) through a stakeholder (community member) identified from JMM's social network. During an initial visit at centre A, JMM provided copies of the Participant Information Sheet (PIS) to the local community outreach worker who, subsequently, contacted and recruited women (n=3) into the study using convenience sampling methods. At centre B, the stakeholder was provided with the PIS and communicated this to the centre manager. The manager and a colleague recruited participants in advance of and during JMM's first visit using convenience (n=1) and snowball (n=6) sampling methods. Sampling ended when no further participants could be identified. Impact of FGM on life Most women described FGM as a traumatic experience that had had a lasting impact on their physical and psychological well-being. Physical problems included difficulty having sexual intercourse: "…because it was closed it was stitched up so I could only go toilet apart anything else you know wouldn't ever go in, in there so…" (P9), difficult menstruation and increased pain: "it's when normal monthly period I know people suffer from that. They have lots more pain than normal people do" (P8). Psychological issues included fear, worry or embarrassment: "I was always you know embarrassed of it because I thought it was strange, you know, why are you scared?" (P9). This observation was not entirely universal, as one woman expressed deviating views regarding the trauma of FGM and its subsequent impact on later life: "It was a traumatic experience but it hasn't really affected my life afterwards" (P5).
Impact of FGM during pregnancy and labour
The influence of FGM was apparent in all affected women, regardless of whether they had suffered obstetric complications. At a minimum, women reported preexisting expectations of having problems during labour having received warnings from older Somali women or health workers. Moreover, pregnancy appeared to exacerbate pre-existing psychological issues, such as a fear of giving birth:
I thought of her actually coming through out you know from there. I thought it was strange and awkward, would I you know bleed, I dunno, I was scared of it because of the, you know because it was closed for so many [years] …it was terrifying yeah. (P9)
The physical impact of FGM during pregnancy was alluded to through reports of increased pain (P3-P5), infection (P6) and perineal tearing (P9). These complications, described as 'difficult and traumatic' (P6) and 'so horrible' (P9), tended to make the overall experience of labour more negative.
Experiences and perceptions of deinfibulation or reversal
Generally, women reported positive experiences and easier births after deinfibulation. However, despite repairing the physical problem, deinfibulation did not always address the psychological impact with one woman reporting a fear of intimate examinations: "In terms of was it fixed in my, you know, mind, it's not at all…even with my smear test I struggle still, I'm scared of it" (P9). Most women preferred to be deinfibulated during the intrapartum rather than antenatal period due to a reluctance to undergo two invasive procedures. In particular, women that anticipated needing an episiotomy delayed deinfibulation until labour in order to ensure that any surgical procedures were done at the same time: "I can't Mode and location of delivery The majority of participants agreed that giving birth in hospital was 'safer' (P10) than delivering at home. All women gave birth to at least one child by vaginal delivery and two women (P4, P9) underwent caesarean section. Vaginal delivery was seen as 'normal' (P2) or 'natural' (P1) and, generally, the preferred method of delivery. There were mixed opinions about undergoing caesarean section. The majority of women felt that caesarean section was not natural and would only consider it as a last resort: "I don't see as natural and so if my health is at risk, then I would go for C-section but to start with there's no point really" (P10). Factors influencing decisions about mode of delivery included previous birth experiences, experiences of significant peers and perceptions about medical advances. In addition, psychological trauma from previous experiences strongly affected the decision-making process:
I thought because of the first experience, it was so horrible, I thought I could have a C-section, you know, I thought there's a chance of the tearing, you know, once again…I mean I kind of regret it. I wish I had a, you know, normal [vaginal delivery] because I assumed oh a caesarean easier but only it's not easier. It's horrible! (P9)
Experience of care from midwives Relationship between the woman and the midwife The relationship between the woman and the midwife appeared to be fundamental to a woman's experience of care, with better relationships resulting in more positive experiences. The majority of women had open relationships with their midwives and were comfortable discussing FGM, particularly when the midwife initiated the conversation. When women did not have an open relationship, they felt unable to discuss FGM and were not able to communicate their concerns:
In contrast, there were mixed opinions about the care received by midwives during labour. Relationships underpinned by a lack of communication resulted in more negative experiences. One woman (P4) was told to wait in a corridor for over 90 min by midwives, despite being in severe pain and receiving no explanation. Another woman reported a negative labour experience where she was under the supervision of student midwives:
…They were only student, so it was all like confusing you know whether in terms of the pushing stage. I wasn't told you know when to stop, so I had a third degree tear so I was like, it was just like because they were students I feel like they weren't as experienced as a real professional…It wasn't what I expected. I expected for a midwife to tell me because it was a first you know first baby. (P9)
Midwife awareness of Somali culture and religion Midwife awareness of patient culture and religion was key to developing good professional relationships. Midwives were reported to have good awareness about cultural and religious issues and phrased questions about FGM in a culturally sensitive way. Women did not mind being asked about their views on FGM and whether they would subject their daughters to it.
No I don't got problem with that if they ask me about yeah the questions it's our culture, it's normal for us you know. (P1) Additionally, women reported that midwives gave them treatment options that would respect their cultural and religious beliefs. For example, women were able to choose when to undergo deinfibulation (P2, P3), which midwife they wanted during pregnancy (P8), whether they wanted a caesarean section (P9) and whether they would like to be seen by only female midwives (P6-P10). Most women, except for one participant (P5), preferred to be seen by a female midwife. This was due to religious and/or personal reasons, such as not wanting a man to see their private area.
Adaptation to English life
Cultural beliefs and perceptions about ANC services Overall, participants were satisfied with current English ANC services. Some concerns were highlighted, such as a perceived lack of information or understanding about how ANC services work. One woman described how, before she came to England, she was warned that her child could be stolen from hospital. She reported that after delivery she was: "constantly looking at the child during, just worried that someone was going to take the child" (P5). In addition, health workers had told her to 'look after her child', which reinforced her fears. While other participants did not believe that child stealing or switching occurred in England, one woman suggested reasons why the rumour remains prevalent in the community:
I feel like as a community we get very worried about things because we don't really know much about the antenatal care services in England, we don't know how things work here. I have heard those rumours and it is something that is mentioned a lot within the community. (P6)
Ability to access ANC services Women did not report difficulty in accessing ANC services. Many had lived in England for a long time, had advanced language skills or, if not, had good social support networks, from which a lay interpreter could be identified. One woman (P1) did not perceive it to be difficult for someone to access services but others (P7) used past experiences of being new to England to reflect on the challenges that new migrants might face. Many agreed that 'language is really the key to everything' (P8). Without language, women were unable to find information, to communicate problems or needs, or be understood by health workers. In addition, certain social factors such as driving ability, financial situation and marital status were thought to hinder a woman from accessing ANC services.
DISCUSSION
This study explored the views of 10 Somali women exposed to FGM on their experiences and perceptions of antenatal and intrapartum care. Findings showed that FGM had a significant impact on women's experiences of pregnancy and labour, with midwives highlighted as having an important role in shaping overall experiences and perceptions of antenatal and intrapartum care.
The high prevalence of FGM among Somali women was reflected in this study, as 80% of participants reported they had undergone FGM, despite the fact we did not purposively recruit women with FGM nor was their FGM status known prior to interview. Obstetric complications such as perineal tearing were reported by the participants and psychological trauma, particularly fear of giving birth and aversion to intimate medical examinations, was also apparent. Feelings of fear may influence a woman's decision about how she would like to give birth. All women preferred to give birth in hospital, as it was perceived as safer, but there were mixed opinions about choosing vaginal or caesarean delivery. Guidelines state that FGM is not an indication for caesarean section 11 but a woman in this study chose it regardless. It is important to distinguish between women who request caesarean section out of fear rather than as an informed choice, as those who choose it out of fear may later express feelings of regret as evidenced in the current study.
It is recommended that deinfibulation be performed before pregnancy or around 20 weeks gestation to minimise the risk of the fetal head causing extensive perineal tearing and avoid the need to cut scar tissue in labour. 12 A previous study suggested that these recommendations are not being followed, with a reported 77% of infibulated women choosing intrapartum deinfibulation. 9 Findings from this study may help explain this, as women who are anticipating having an episiotomy preferred to delay deinfibulation until labour to avoid undergoing two separate surgical interventions. In addition, non-pregnant women may not seek deinfibulation services at all due to a lack of awareness or a cultural belief that the stitched area should be 'opened' by the husband. One participant reported that men might use force or instruments such as blades to do this, which may put women in danger of excess blood loss and infection. However, this has not previously been identified in the current evidence base, and so the pervasiveness of this practice among the Somali population in England is currently unknown.
As shown in this study, midwife awareness and knowledge of FGM is an important factor in providing adequate care to affected women. Midwives are central in Somali women's experiences of antenatal and intrapartum services, with better relationships resulting in more positive experiences. Most women are comfortable discussing FGM and have previously reported higher satisfaction levels when treated by health workers with prior knowledge of it. 16 17 This supports the findings of this study, which show women's experiences are influenced by midwives' awareness of FGM, their willingness to discuss FGM and the support provided around issues caused by FGM. However, midwife awareness of FGM appears to vary across England. An audit undertaken at a major teaching hospital in inner London showed that, despite access to a specialist African Women's Clinic for women with FGM, only 54% of women with FGM were identified by midwives at the booking visit. 31 In contrast, a hospital midwifery-led FGM service in Birmingham identified 88.5% of affected women at booking. 9 All midwives should be aware that Somali women are at a higher risk of FGM and should be routinely asked about this at booking. It is possible that, despite having awareness of FGM, midwives lack confidence to broach the subject due to insufficient knowledge, experience and understanding of patient culture. 32 It is important to explore this further and identify areas of improvement, as mismanagement of FGM during the antenatal period may increase the risk of birth problems 20 or cause psychological harm.
Adaptation to English life highly influences women's ability to access ANC services. The Saving Mothers' Lives report 33 showed that 10% of maternal deaths between 2003 and 2005 were in non-English-speaking migrants. Of these, 35% of women were late or non-attenders to ANC services. Women in our study helped explain this by highlighting enablers of and barriers to access. Ability to speak English was perceived as the key factor in enabling a pregnant woman to obtain the care she needs but, in addition, other social factors, such as number of young children, marital status, financial situation, proximity of health services and ability to drive or use public transport, were also deemed important. Ability to access services appears to improve as women spend longer in England, as their English skills improve and as they develop social support networks with more experienced migrants. Social support networks provide them with guidance and stability and, as a result, many women could be influenced by the views of other community members. This may have a positive or negative effect, by encouraging women at risk to present or discouraging them if services have developed a bad reputation through the perpetuation of rumours.
STRENGTHS AND LIMITATIONS
This qualitative study, as far as the authors are aware, is the first to describe how Somali women exposed to FGM experience and perceive antenatal and intrapartum care in England. Although the sample size was relatively small which may limit the transferability of the findings, the insights gained may be important when considering how to optimise antenatal and intrapartum care for Somali women. In order to overcome the challenges of recruitment, community gatekeepers were asked to approach potential participants and recruit women by convenience sampling. Consequently, it was not possible to record response rates or demographic differences between those who elected to participate and those who did not. Without this information, the possibility of selection bias cannot be ruled out. Another limitation was the use of lay interpreters, which may have promoted misinterpretation of questions and responses during interview due to insufficient linguistic ability and research experience. 34 Additionally, due to the limited time frame of the study, the effect of the interpreter on the data was not accounted for, which may have compromised cross-language trustworthiness of the translated data. 35 Despite this, using trusted interpreters appeared to facilitate the development of rapport, put participants at ease and encourage in-depth responses. This may not have occurred had the interpreter been externally sourced. The background of the interviewer (non-Somali, medical student, middle-class, no children) may have inadvertently influenced the line of questioning and interpretation of the data during interview and analysis. Therefore, investigator triangulation (independent double-coding) was utilised to increase the reliability of the findings. 36 Additionally, face-to-face interviews may have encouraged socially desirable responses, by participants exaggerating positive experiences and downplaying negative ones to avoid being overly critical of ANC services in front of the interviewer. 37 The impact of this was considered to be small as participants reported a wide range of views.
CLINICAL AND RESEARCH RECOMMENDATIONS
FGM has a significant impact on Somali women's experiences of antenatal and intrapartum care in England. For this reason, it is important that pregnant women with FGM are identified early and assigned to an experienced and culturally aware midwife, where possible. A positive and open relationship must be established early in pregnancy to facilitate discussions about FGM, including need for deinfibulation, plans for delivery, possible birth complications and child safeguarding. These discussions cannot be ignored, as failure to address patient concerns may increase the risk of birth complications and/or cause additional psychological harm. Most women were comfortable discussing these issues but may be reluctant to initiate the conversation. Therefore, this study recommends that midwives make it routine practice to ask all pregnant Somali women about FGM at the booking visit. This is especially important given the high prevalence of FGM in Somalia. Assessing midwives' feelings about this is an important area for future research, in order to establish whether additional training or guidance is required.
The findings of this study support previous evidence demonstrating the unpopularity of antenatal deinfibulation among infibulated Somali women. 9 Guidelines recommend an alternative, pre-pregnancy deinfibulation, but women may not be aware of this procedure before they access ANC services. As women may be at risk of forceful deinfibulation within the community, it is important to increase awareness of deinfibulation before they attempt to conceive, as this is safer and will align with current guidelines. 11 12 In order to determine how best to raise awareness, the health literacy of Somali women should be taken into consideration. This study found that women who were less adapted to English life, in terms of language skills, knowledge of how services work and strength of social support networks, were more likely to have difficulty accessing ANC services, to believe speculative rumours and to have negative experiences. Language barriers are well recognised as a cause for poor health literacy; 38 therefore, a well-designed and appropriately targeted national education campaign, to increase community knowledge and improve access to ANC services, is indicated. Historietas (comic book-style health education brochures) have been validated by Somali women as useful tools to increase knowledge about emergency caesareans 38 and could be applied similarly to increase knowledge about how ANC services work or to demonstrate the benefits of pre-pregnancy deinfibulation to women at risk of forceful deinfibulation within the community.
